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Abstract 
The study aims to identify the constructs of quality of life amongst family caregivers who care for older persons with a terminal 
illness. A semi-structured interview was conducted with ten caregivers in Selangor, Malaysia. Data were closely analyzed using 
the Interpretative Phenomenological Analysis (IPA). Two superordinate themes emerged from the interview transcripts, i.e. 
"strengthening family bonds" and "improved sense of self-worth". The overall themes emerged indicates the constructs of the 
quality of life in relation the caring of the older person with terminal illnesses. This present study provides new insights for 
healthcare professionals. Therefore, they can promote the participation of the family members in providing the care for the older 
person who need the care for them to achieve their maximum quality of life. 
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1.  Introduction 
Changes in health care and advancement in modern medicine have contributed to longevity. Subsequently, there 
are increasing numbers of the older population in Malaysia. For example, in Malaysia, the older population is 
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expected to rise to 9.8% by 2020 compared to only 4% in 1998 (Razali et al. 2013). With increasing in age, they are 
at a higher risk of suffering from terminal illnesses and face various disabilities. Terminal illness such as malignant 
neoplasm, heart, and pulmonary conditions are expected to be a significant medical problem amongst this 
population. Terminal illness is defined as a disease that is active and progressive that cannot be cured or there is no 
expectation of treatment recovery (Gonorazky, 2011). Momtaz et al. (2010) found that 77.7% of their samples in the 
elderly population have at least one chronic condition. Most of the older patients with a terminal illness have 
impairments in quality of life resulting from the declining and the deterioration of the health status. The study by 
Albuquerque et al. (2015) has confirmed that currently there are no available curative treatments for patients with 
multiple sclerosis and that they have impairments in quality of life compared to healthy people in all areas. 
Meanwhile, a study by Simona et al. (2014) also found that patients with a chronic disease had a negative impact on 
their quality of life. Due to the deterioration of the health condition, the older person will reach to the point where 
they need to get the support and help from their family members to accomplish their routine daily activities. Family 
members such as the spouse, children and siblings often involve in providing such care. Family involvement in 
providing the care for older persons with a terminal illness is likely to maximize the quality of life of these older 
persons with a terminal illness. A study by Senden et al. (2015) expressed that family caregivers of an older person 
with cancer feels responsible for the patient's well-being and for providing care for their loved one. 
Being a carer for an older person with a terminal illness is extremely complex and demanding. Caregivers usually 
faced various challenges and barriers while providing the care for the care recipient. A study by Marks et al. (2004) 
found that caregivers are at a higher risk for psychological and physical exhaustion. Pinquart and Sorenson (2003) 
also found differences among caregivers and non-caregiving peers where caregivers report higher levels of 
depressive symptoms and fatigue compared to the non-caregiving peers. Meanwhile, Michalik and Valenta (2012) 
found in their study that caregivers had reported negative feelings and experiences concerning the long-term care for 
the care recipient. The existence of the negative experiences, included the sense of exhaustion, depression, 
hopelessness and loss of the ability to enjoy free time. 
However, many carers find that taking care of older persons with a terminal illness is a rewarding experience that 
eventually facilitates a sense of the quality of life. The study by Lkhoyaali et al. (2015) showed the benefits of 
caregiving in older persons with cancer family members. They said that caregivers have a feeling of satisfaction, 
personality enhancement, having the meaning of life and a greater appreciation of the family. Findings from the 
study by Stajduhar (2003), also reported that many family caregivers expressed positive impact on life-enriching 
experience resulted from providing the care for their loved one. Caregivers believe that they have an opportunity to 
give something back to the person they are caring for, and it also gives a sense of achievement when they can fulfill 
the final wishes of the patient. While providing the caregiving tasks, it also allows them to spend intimate times 
together with the patients and they can share the final moments that are meaningful in more efficient ways. 
Besides this, a study by Haley et al. (2009) reported that the experiences in providing the care for the patients 
with disabilities can also bring families together and cause people to appreciate and see their life in various 
perspectives. The challenges and demanding tasks that they go through over a long period of time can teach 
themselves to become a stronger person. Meanwhile, the scarification and the contribution of their effort to reduce 
the patient’s burden plays a significant role in achieving the patient’s maximum quality of life and will also make 
them become a better person. 
Studies that indicated the positive benefits of caring for the older person with a terminal illness are often 
conducted in Eastern and Western countries (Lkhoyaali et al. 2015; Haley et al. 2009 & Stajduhar 2003). However, 
the evidence regarding the benefits of caring for an older person with a terminal illness in Malaysia is limited and 
scared. Hence, the aim of the study is to identify the benefits of caregiving for older persons with a terminal illness 
and its impact to their of quality of life.  
2. Methodology 
This study involved a close examination of the experiences and perspectives of family caregivers who care for an 
older person with terminal illnesses. Since this study aims to explore in detail and understand about people's life 
experiences, therefore, a phenomenology approach was used in conducting this study as it is well suited to the 
objectives of the study.  
137 Siti Norehan Ab Ghani et al. /  Procedia - Social and Behavioral Sciences  234 ( 2016 )  135 – 143 
The study was approved by the ethics committee in Universiti Teknologi MARA (UiTM) for the protection of 
human subjects and conducted in Selangor. We used a convenience sampling to recruit caregivers aged more than 
18 years old and who provided the most care for an older person with a terminal illness. A total of ten caregivers 
were recruited for this study. The family caregivers were approached either during hospital visits or over the 
telephone call to schedule an interview session and invitation to participate. The detail of the study was brief 
accordingly, and each respondent who agreed to be interview was requested to fill in a written consent form. In-
depth semi-structured interviews were conducted using an interview guide that consists of open-ended questions so 
that the respondents can answer it in their words. As a result, the researcher can find out more about person 
experiences. The researchers designed the interview guide based on Kawa's model (Iwama et al. 2009). The Kawa 
Model was created by Japanese occupational therapist, Michael K. Iwama in the 1990s. The metaphor of the river 
and its structured environment was used to symbolize the complexity of the phenomenon. Since this study is to 
investigate the person's life experience, therefore Kawa's model is suited to be used as a guideline. The duration of 
interviews was approximately 30 to 45 minutes for each respondent. During the interview session, the conversation 
between the interviewer and respondent were recorded using an audio recording device. The recorded interviews 
were transcribed verbatim where the researchers were typing out every word and sound of the conversation. 
The interview transcripts were analyzed using Interpretative Phenomenological Analysis (IPA) as described by 
Smith et al.  (2009). The IPA was performed in six steps. In the first step, the interviews transcribed were read by 
the authors several times to get a sense of the overall data (data immersion). The IPA second step involved the 
writing of the theoretical comments (text analysis). The third step is the initial process of theme development. The 
fourth step wass where the authors made the connection between the themes emerged. The fifth step is followed by 
the analysis of other interviews by subsequently following the same steps as step one until fourth respectively. 
Finally, in step six, the authors searched for the similarities of themes across interviews. The results revealed 
through superordinate themes and several subthemes. Some of the quotes from interview transcripts were selected to 
represent the emerging themes. The forward translation techniques were used to translate the selected quotes from 
Malay (local language) to English. This particular method is used to increase the quality of the translation, the first 
author translated quotes were checked by the language experts and changes were made accordingly. 
3. Findings 
The ten respondents that participated in the study were eight females and two males. The age range of the 
caregivers was between 18-55 years old. The employment status of the caregivers were self-employed, student and 
housewife respectively. Besides this, the relationship of the caregivers with the older person with a terminal illness 
were daughter, grandchild and spouse.  The findings presented using IPA revealed two superordinate themes, each 
with a vary of numbers of the subthemes. The emerged superordinate themes and subthemes of the benefits of 
family involvement in taking care older person with a terminal illness are summarized in Table 1. 
Table 1. Superordinate and subthemes emerged from the interview transcripts 
 
 
 
 
 
 
 
 
 
The respondents in this study revealed two themes with various subthemes. The overall themes emerged indicates 
the constructs of the quality of life in relation the caring of the older person with terminal illnesses. These themes 
represent the respondents' experiences and their perspectives that are further detailed with quotes from the 
interviews (Smith, Flower, & Larkin, 2009). 
Superordinate Themes Subthemes 
"Strengthen family bonds." Promote the strong bonding between caregiver and patient 
 Create a value of responsibilities among family members 
 Strengthening family relationships 
"Improved sense of self-worth." Educate themselves to become a patience person 
 Have a better understanding of other people’s problems 
 Create feeling a sense of becoming a better person 
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3.1. Theme 1: Strengthen family bonds 
Most of the caregivers expressed their gratitude because they can show their love to the older person while they 
provide the care for them. An older person who cannot be independent by themselves will not feel isolated and 
abandoned when there are family members or relatives who are willing to help. This situation will create a great 
family bonding between caregivers and the older person. It was illustrated by Mrs. A, whose mother had been 
diagnosed with stage four breast cancer. She described the experience as: 
“It is the right time and a chance for me to express my love for my mom while providing the care with all my 
heart…Before this, she was able to do most of the things by herself…Now she is not able to perform by herself, who 
else can help if not her child…In fact, my mom prefers me to change her diapers...She feels shy with outsiders.” 
Another 32 years old caregiver stated: 
“Now I'm providing mostly all of my time to take care of my mom. Whatever she wants I'm trying my best to 
fulfill her needs. Before this I am always busy with my works. But now since my mom is not in a good condition, I 
will make sure always to be with her and provide my support. In this condition, there was nothing much that she 
wants. Only the love and support of her children will make her a little bit stronger. When I'm able to make my mom 
happy, indirectly it will reduce her pain.” 
Besides this, there were also the caregivers who said that the positive effects can be explored as a result of 
providing the care for the older person with a terminal illness such as able to create a value of responsibilities among 
family members. This situation is illustrated when each of family members can play a role in the implementation of 
a task to take care of the older person. For the older person who need the care 24-hours per day, family members can 
perform the caregiving activities on a rotating basis according to the individual's ability. It is illustrated by 23 years 
old caregiver who works as a student and plays a role in providing the care for her elderly mother with a terminal 
illness. She said: 
“I am the youngest of four siblings. I'm still a student. Therefore, I have plenty of free time to provide care for my 
mother. Both of my sisters and my brother are working. So, during the day, I take the responsibility to look after my 
mom while in the night we will rotate with each other’s. What's the most important thing has we never let our 
mother stay at home alone. If my mom needs to attend the appointment at the hospital, usually my brother is in 
charge to bring her. Since my mom could not walk by herself, therefore she needs to be carried. Our capacity as a 
woman is not a lot much, so my brother will bring her to the hospital. For the financial issues, my brother and 
sisters who were already working will provide the money. As for me, of course, I could not help to contribute 
financially. Since all of us always help each other’s, praise to the GOD, we do not have any problems in providing 
the best care for our mom.” 
There were also the caregivers who said that family relationships became closer because they always gathered 
together to obtain their views and advice on the care and treatment required by the older person. Typically the 
consensus of the family members will be achieved in securing the best results for the older person. Discussions 
among family members can develop a sense of respect for each other. This issue is explained by Mrs C who is 
taking care of her father who is paralyzed because of a diabetes mellitus complication. She said:   
“I have nine siblings. When all of us become adults and already married, we have our life. We were rarely 
gathered together. Since my father was sick, we were always gathered together. Before this, we just call with each 
other’s. But when my dad's condition becomes worse all of us trying our best always to come home to see our father 
progress. It is much more satisfied to be able to see him with our own eyes. If there were any problem or issues 
arise, we would discuss it together. Usually, for a critical decision the opinion from older siblings will become as 
our guideline to solve the problem.” 
3.2. Theme 2: Improved sense of self-worth 
The caregiver also did not deny that caring for an older person with a terminal illness was not a simple task, but 
with the experience of taking care of the older person can educate themselves to become a patient person. This point 
is illustrated by the 30 years old caregiver. She said:  
“Dealing and caring for a sick person is very challenging. It is because they have their mood swings. What else 
we can do, nothing more, but just be patience. When we feel angry, we tell ourselves to be patience…Every time we 
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are feeling angry, be patience. If we cannot hold it, take a second to leave the situation and get some fresh air 
outside. As the time flows, we are able to become a patience person.” 
This issue is supported by another caregiver when she said:  
“If I feel angry, usually I will recite a lot of "Istighfar." There is no point to scold him back. He is already in pain 
what else he can do, he only knows to rebel. We also have to understand that people who are sick is not in her right 
mind. For that, we who are in the right mind are the ones who always needs to be patient.” 
Furthermore, some caregivers perceived their experience from more in positive than a negative point of view. In 
fact, most of the caregivers may find out that they have a better understanding of other people's problems when 
having to deal with the challenges of taking care of their family members who were suffering from terminal 
illnesses. They can also show a good example to their children and the younger generation to promote a moral value 
in oneself and to be willing to lend a hand to those who are dealing with adversity. The caregiver illustrates this 
issue. She said: 
“This time, he is feeling sick, so we help him as much as we can. Who knows what happen in future, it could be 
us that get sick. When we show a good example to the children by taking care of our mother or father then in future 
they will be the one who take care of us.” 
Receiving the support and care from the family members will be very vulnerable for the terminally-ill patients 
since they were suffering from progressive deterioration of health and decreased in functional activities. Family 
members can reduce the older person's burden by providing the help so that the patient can perform the activities 
that they cannot manage by themselves effectively. While performing these tasks, it eventually will create a sense of 
becoming a better person from the individual point of views. This issue was described by the caregiver who was 
taking care bedridden mother because of terminal illness disease. She said: 
“My mom could no longer be able to handle a lot of things including her self-care. I need to prepare and do 
almost all the task for her. If I did not help her, I'm sure she will suffer a lot...It had happened one day when I am a 
little bit late to change my mom’s diaper. It very smelly. What was more upsetting was when my mom's buttock 
became red and itching. Imagine if we were in her situation...We must suffer from the pain and it must be 
uncomfortable. It's the same for her. Even though I'm not a very good person, but I cannot bear to see her condition 
like that. For that, I will make sure her hygiene and comfort is maintained regularly. I think it is the best way that I 
can help her.” 
4. Discussion  
The family is the main thing in building a harmonious society and cultivating compassion for each other. A nice 
family will create a society that is good and noble. Therefore, in doing something good, the family is the most 
important group that needs attention first. For a family with allegations such as one of the family members is 
suffering from terminal diseases, the role of a healthy family member is crucial in providing the maximum help as 
their loved ones are faced with difficulties and excruciation. Despite challenges in handling the situation, providing 
the care for the patients can also be rewarding. This study highlighted the benefits and rewarding experience of 
family involvement in providing the care of an older person with a terminal illness in two superordinate themes, 
namely "strengthen family bonds" and "improved sense of self-worth." The emerged overall themes and its 
relationship to quality of life concerning caring for the older person with terminal illnesses is shown in figure 1.  
The first superordinate theme emerged from the study is that the caregivers who were actively providing the care 
for the patient can result in strengthening the relationship bonding between their family members. This finding 
provides the strongest evidence that sometimes families can be brought closer together when someone is in need of 
care. The unique strengths of family members that result from the care of the patient are their intimate and 
prolonged relationships with patients, their influence on patient need and their desire to help their loved one. The 
consideration of caring for patients with a terminal illness can bring into reality the love between caregivers and the 
patients. It is because, when taking care of the patients the caregivers will be able to provide the support through 
touching, caressing, massaging gently and hugging the patient's body. As a result, they will be able to provide 
excitement and cheer them up through words and behavior. In a study by Inagaki and Eisenberger (2012), they have 
explained that providing the support such as holding a partner's arm while they encounter physical pain had led to 
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significantly more activity in the reward-related neural region in the brain which is ventral striatum and septal area. 
They found that more prominent actions in each of these regions while providing the support activity was associated 
with greater self-reported on the support giving effectiveness and social connection. Meanwhile, Toljamo et al. 
(2012) found in their study that the family caregiver's good relationship with the recipient care scores improved 
during the 6-month study period as it becomes the best prediction in positive value of caregiving. Similarly, Momtaz 
et al. (2014), found that the practice of giving support to other people can result in stronger connections with others 
and increase the self-esteem of caregivers. 
Apart from that, most of the family members want to help and feel a sense of duty to care for a loved one. Each 
of the family members can contribute to providing the care demands of the patient by managing caregiving tasks 
such as one person can take care of medical responsibilities, another with finance and bills, another with groceries 
and errands, another with self-care needed and others. The involvement and recognition of the potential 
contributions of other family members may help to minimize the capacity to carry out the full range of care 
activities on the primary caregiver. This kind of situation will able to create a value of the responsibilities as well as 
promote the growth of other individuals among their family members. This finding was consistent with another 
study by Mortazavi et al. (2015) who reported that one of the most supportive resources to take care of the older 
person is the cooperation and contribution of other family members. They found that it was crucial to increase the 
caregiver's ability to provide the care at the maximum level and create a suitable opportunity for the primary 
caregiver to manage their life affairs in most efficient ways. Another study by Thomas (2009) also found that 
providing the support for the care recipient can bolster role identity that may promote older adults' well-being. This 
finding can provide a new point of view for the health care professionals, especially occupational therapy so that 
they can come out with a standardized assessment to assess the family members' capabilities and willingness to 
provide the care for the older person with a terminal illness. Therefore, the healthcare professional can provide the 
knowledge and skill to the family members whom those most in need in managing their task so that they can deliver 
a proper care for the older person with a terminal illness. 
Moreover, the family relationships also become closer resulting from frequent gathering together and having 
more open communication and in-depth discussion of the issues that arise in providing the best care for the older 
person with a terminal illness. According to Mustaffa et al. (2013), family strength refers to a family's capacity to 
self-repair and how a family will master challenging situations. On the way to overcome the difficult situation, 
communication and interaction with the whole family members is one of the most effective ways. The family 
communication is about sharing information in the form of verbal and non-verbal cues (Benharoon, 2013). During 
the communication, not only the words are included, but other components such as facial expression, eye contact, 
body language, the tone of speech and posture also becomes part of the relevant cues that is important for the person 
to understand their family member's point of view. Through family communication, they can share their feelings, 
express love and admiration, exchange ideas, increase understanding of others and strengthen the connection with 
one another. A study by Holmberg (2006) found that family members can prove their maximum problem-solving 
ability as they learned through everyday conversation and participation in the care of the terminal illness patient. By 
having the conversation it can enable all the family members to be involved as well as allowing them to provide the 
best solution that they can choose. Such discussion benefits families and eventually enhance the quality of life, not 
only for the patients but also their family caregivers. Since that, the healthcare professional can work together with 
other community resources in helping families become more knowledgeable about the effects of the terminal illness 
on the family, provide the useful guideline to manage conflict and enhance communication among family members. 
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Fig.1. Relationship between increased self-worth and family bond with the quality of life amongst carers 
The second superordinate theme emerged that indicates the quality of life in relation to caring for the older 
person with a terminal illness was "improved sense of self-worth". The stressful setting of caring for the patient can 
often be delicate and difficult, resulting in easy for tempers to flare and patience to run thin. It is important for a 
caregiver to understand that patient with the illness is not always in complete control of their psychological status 
that will result from inappropriate actions or behavior. As founded in a study by Petkova et al. (2010), they said that 
patients who experienced cancer-related pain reported high levels of anger, depression and anxiety. Their result 
shows that cancer patients were perceived emotional distress due to the pain. Regarding patient's mood state, 
patience is the most important virtue a caregiver can have in the circumstances like these. As the time goes by the 
caregiver often can educate themselves to become a more patient person. Furthermore, caregivers who have the 
opportunities to take care the older person with a terminal illness can influence themselves in having a better 
understanding of other people's problems resulting from their loved one illness. By accomplishing in caring for the 
patients, they might find that caregiving enriches their life. The caregiver may learn about inner strengths and 
abilities that they did not even know they had and found a greater sense of purpose for their life. It was resulting 
from the achievements in dealing with the challenges and barriers while providing the care for the patients. These 
findings are consistent with the previous outcome of the study by Kuuppelomaki et al. (2004) that found that the 
family carers derived their sources of satisfaction while providing the care of the older relatives in the sense of being 
able to overcome difficulties and challenges of caring. As a result, it gives a new insight in their personal growth and 
development. 
Meanwhile, parents who were involved in providing the care for the older person with a terminal illness can 
indirectly be a positive role model for their children. The parents can pass on the positive values they wish for their 
children to adopt so that they become the adults they would like them to be. The previous study also revealed that 
the parent who contributes in providing the care for aging family members may serve as positive role models that 
foster feelings of responsibility in the younger generation (Piercy & Chapman, 2001). Apart from that, the findings 
also found that the caregivers are able to achieve a greater own sense of well-being that resulted from their 
EXTERNAL BENEFITS  
Strengthen family bonds 
(Strong bonding between caregiver and 
patient, good relationship with family 
members, sharing responsibilities) 
INTERNAL BENEFITS  
Increased self-worth 
(Feel ‘useful,’ fulfilling the cultural, 
moral and religious duties/obligations, 
filial piety, becoming a ‘better person') 
Increased Quality of life  
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compassion to help the person who is in a difficult situation. Having the right attitude of both genuine sympathy for 
others suffering and the will to help reduce their pain can eventually create their serenity and increase their inner 
strength.  
As discussed above, the effectiveness of family support cannot be overstated. The vast majority of the caregivers 
reported the positive indicators that eventually increase their quality of life as a result of caring for the older person 
with a terminal illness. These findings will become the positive indicators and need to be highlighted to improve 
public awareness regarding family involvement in terminal illness care.  
The limitation of this study was the relatively small sample size. For this reason, these findings cannot be 
generalized to all populations of the caregiver in providing the care for the older person with a terminal illness based 
on this study alone. Therefore, it is suggested that further studies in this area are conducted with larger sample size. 
It could give more in-depth experiences of the family caregivers in providing the care for the older person with a 
terminal illness. 
5. Conclusion and implication of the study 
In this study, strengthening family bonds and improved sense of self-worth were found to have the relationship 
with the quality of life amongst family caregivers of older person with a terminal illness. In other words, how 
caregivers appraised their benefits of caregiving experiences have positively influenced their quality of life. The 
findings of this study contribute to the growing body of knowledge regarding the quality of life amongst family 
caregivers who care for older persons with a terminal illness by presenting detail life experiences in providing the 
care for the patient.   
The implication of this study highlights the need for the family caregivers to be involved as part of the health care 
team in providing the maximum care for the older person with terminal illnesses until the end of their life. There 
should also be a requirement for the health care professionals to engage the family caregivers' participant in taking 
care of the patient. 
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